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PhD Dissertation Summary 
 
 
Nursing Specialization Area 
  Division of Advanced practice Nursing 
Child health nursing 
Student ID 15ND1201 
Name     Katsuhiro Hiratsuka 
Dissertation Title 
The Development of a Care Guideline for Biliary Atresia Survivors with their 
Native Liver in Adolescence and Young Adulthood to Organize Daily Lives 
 
   This study aimed to develop a care guideline that assists parents and adolescent and young adult patients living 
with biliary atresia and their native liver. The focus of the guideline is to support and organize their daily living 
activities while acquiring a new perspective toward the uncertainty of the disease and preparing for live-donor liver 
transplant. 
 
Study - 1 
Identifying the Processes for Patients and Parents when Adolescents and Young Adults with Biliary 
Atresia Surviving with Their Native Liver Organize Daily Lives   
   Nine patient and parent interviews were conducted to examine the uncertainties of daily life caused by living 
with biliary atresia. A modified grounded theory approach identified three processes that patients and parents 
experience while living with biliary atresia: 1) changes in patient awareness and action, 2) transition of 
responsibility from parent to patient, and 3) interactions between parent and patient. 
   The following opportunities were identified: 1) patients needed to increase their awareness of current and 
future lifestyle choices, despite the uncertainty of their illness and treatment, while gaining experience in 
organizing their daily living activities; 2) parents needed to acknowledge the patient’s development; and 3) 
parents and children needed to understand each other’s level of awareness of a possible live-donor liver 
transplant despite the uncertainty. This study revealed two important findings: 1) the importance of creating 
opportunities for parents and patients to openly and honestly discuss the illness, their lifestyles, and the future, and 
2) the value of interviewing parents and patients individually.  
 
Study – 2 
Creating and Refining a Care Guideline for Patients and Parents to Support Patients in Organizing 
Daily Living Activities 
   A proposed care guideline was developed based on the findings from study-1 and a literature review. Five nurse 
participants were interviewed regarding the appropriateness of its content and applicability to clinical settings.  
    The views of the nurses and its application to biliary atresia cases, resulted in care options for nursing 
supportive of evert situations involving liver transplants. 
 
    The present study developed a care guideline for patients and their parents whom nurses might hesitate to 
perform interventions with until a treatment plan is decided. This guideline helps nurses identify opportunities for 
intervention, and organize step-by-step targeted goals and support the care of patients organizing their daily living 
activities. 
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